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Silence between patients and doctors: the issue of self-determination
and amniocentesis in Japan

MASAE KATO'
Abstract

Japan is among the few countries that have passed laws concerning eugenics.
Consequently, the practice of selective abortion (abortion of an abnormal foetus) has
been publicly debated for the past 35 years. Nevertheless, data show that knowledge
in Japan about prenatal diagnosis is anything but common. In my fieldwork (April-
June 2006) only 38% of interviewees (13/34) knew or had heard of ‘amniocentesis’
and 6% knew nothing about it at all. There are many explanations for why people are
unaware of prenatal diagnosis. The most crucial factor is that medical doctors do not
talk to their patients about it. My interviews with 11 medical doctors revealed that
they do not talk about it because they want to respect the principle of patient self-
determination. In this paper I aim first to introduce and analyse, in the context of
Japanese eugenic history and the contemporary notion of the patient-doctor
relationship, medical doctors’ explanations for not talking to their patients about
amniocentesis. Second, I address whether the principle of ‘non-intervention’ equates
to ‘self-determination’. Lastly, I suggest possible improvements to the practice of
‘self-determination’ in Japan.

Introduction

Japan is among the few countries that have passed official laws on eugenics.
Consequently, the practice of selective abortion (abortion of an ‘abnormal’ foetus) has
been publicly debated for the past 35 years. My field research shows, however, that in
Japan knowledge about prenatal diagnosis — even an awareness of the term itself, let
alone its definition — is not widely shared: more than half (19/34) had been unaware of
it prior to their pregnancy. This was contrary to expectation, as amniocentesis was
introduced almost 40 years ago and society has debated the test’s pros and cons since
the 1970s.

Several factors explain why individuals are unaware of amniocentesis. The main one,
it turns out, is that obstetricians (OBs) do not talk about amniocentesis with pregnant
women (hereafter, ‘patients’). The main reason why they do not, according to OBs’
own reasoning, is because they believe “giving information about prenatal testing will
hinder patients’ practice of self-determination”. I also observed that some doctors do
not provide enough support to patients in their decision-making; instead, they say,
they let patients ‘self-determine’.

Why is ‘non-intervention’ equated with ‘self-determination’? Is it a theoretical
misreading? If so, how and why? What does the term actually mean? These sensitive
problems — ‘sensitive’ in that the concept of ‘self-determination’ and related ideas are
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easily misunderstood when discussed only at the theoretical level — need to be
considered in the concrete context of medical practice.

In this paper, I address these questions by analysing OB and patient narratives and by
elucidating characteristics of the patient-doctor relationship in Japan, an important
context in which to consider the meaning of ‘self-determination’. By doing so, |
expect to contribute to the theoretical and practical understanding of the principle of
‘self-determination’ and of how and why the gap between theory and practice exists. |
also expect to suggest improvements to the practice of ‘self-determination’ in Japan.

Target group

I collected 34 narratives from female patients during one- to two-hour semi-structured
interviews in Japan between April and June 2006. Interviewees were either pregnant,
or had been pregnant during the past ten years. I came into contact with them mainly
through my personal networks: introduction by handicapped people’s groups,
women’s groups, OBs, and acquaintances. They were located in Tokyo (11/34),
suburbs of Tokyo (11/34), Osaka (2/34), the North East area (6/34) and the West area
(3/34) of Japan. Four were currently pregnant. Seventeen of the 34 (50%) had
graduated from high school as the last educational record; seven (21%) had graduated
from either junior college or high vocational school; eight (24%) held a bachelor’s
degree; two (6%) held a master’s degree. This proportion is not significantly different
from the educational composition of Japan as a whole: according to figures issued by
the Ministry of Education in Japan: in 2005, 47.3% were graduates of university,
junior college or high vocational school, and 97.3% went to high school.”

Iinterviewed 11 OBs: nine were amniocentesis specialists, one was an ultrasound
specialist and one was a specialist in infertility treatments. All but one were specialists
in prenatal diagnosis, who were able to talk about not only their own medical practice
but the situation in wider Japanese society. One was specialised in sexually
transmitted diseases. I interviewed this OB in order to explore how a non-specialist in
prenatal diagnosis deals with the issue in her medical practice.

An analysis of OB narratives

Why do OBs not actively disseminate information about amniocentesis? The most
frequent explanation, offered by eight of the eleven OBs, was that they do not want to
“force” or “guide” patients to take the test. According to Dr E:

If OBs tell patients that they can take amniocentesis because they
are at advanced ages, 1 am sure that they feel forced into it.
Therefore, I do not mention it myself.

Similarly, Dr A says:

I only ask them when there is any anxiety because of their age, when
a pregnant woman is older than 35. I do not want to force them.
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These quotations (emphases by the author) show how OBs fear that the mere mention
of amniocentesis might be interpreted by patients as a recommendation or even an
imposition. This is a widely shared opinion among medical doctors, and it is even
recognised as fact in government literature: one of the guidelines from the Ministry of
Health, Welfare and Labour (MHWL) for administering blood marker tests, for
example, advises doctors “to support pregnant women because it is difficult for them
to go against what a doctor says”.3

Then why should an OB’s mere mention of amniocentesis sound to patients like a
recommendation? The answer to this question provides perspective on the patient-
doctor relationship. An obstetrician/gynaecologist named Satd, one of Japan’s most
experienced in the practice of amniocentesis, argues this point from the perspective of
the “gap in knowledge between a doctor and a patient”. He says that “it is not possible
for a patient to practise self-determination unless he or she is determined to become a
professional in the medical field, because for a patient to have the same knowledge as
medical doctors even only about effects and side-effects of a treatment, for example,
would take at least one year”.* Providing information only during diagnosis sessions
is hardly enough, and insufficient provision of information will cause anxiety among
patients. The genetic counselling system is, as will be discussed later, not thoroughly
established in Japan although efforts are underway to improve the situation, through
the establishment of degree courses in genetic counselling at universities, for
example.5 In present circumstances, however, if the OB feels the patient does not
necessarily need such information, then he should not provide it in an unprepared
manner. That information which is provided ought to be well considered beforehand
by the doctor.® The “gap in knowledge” plays one critical role in the patient-doctor
relationship.

A doctor’s knowledge makes him a professional; for patients, he is seen as much more
than a mere service or provider of information. Accordingly, a doctor’s words tend to
be taken as absolute, and patients sometimes uncritically rely on them. It is possible to
observe this tendency in OB and patient narratives. The statement of Mr Z, a father of
two, for example, shows exactly this point. To explain why he and his wife did not
consider amniocentesis, Mr Z says:

OBs are professionals in the field...I thought that there would be no
mistake if I only follow what medical doctors say...Keeping our
OB’s words in mind, we proceeded with our two pregnancies on
our own’.

OBs are aware of this attitude among their patients. According to Dr A:

Patients often believe that we medical doctors are almighty, and that
if the result of amniocentesis assures that there is no problem in a
foetus, some think that they might have a super baby or something.

Here, it is possible to observe that expectations of patients and OBs do not correspond.
Conscious of their influence, OBs do not want to guide patients, while at the same
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time patients do not aim to decide for themselves and sometimes even wait for their
OB to guide them. The statement of Mr Z also shows that making decisions together
with OBs (ie, “‘keeping our OB’s words in mind,”) is part of the patient’s concept of
the practice of self-determination (ie, “we proceeded with our two pregnancies on our
own.”) This differs from OB conceptions of ‘self-determination’.

All the OBs associated the provision of information about the test with ‘causing
anxiety’. If amniocentesis is something beneficial to a patient, it should not be
problematic when recommended to them. But I hypothesise that some problematic or
sensitive values are attached to amniocentesis as determined by society. In order to
acquire deeper insight into ‘self-determination’ and amniocentesis, I will explore how
information about amniocentesis causes anxiety.

‘““‘Amniocentesis is unnecessary’

Seven OBs said that they believe it is not necessary to mention amniocentesis except
in cases of medically abnormal pregnancy. Dr A reasons in the following manner:

I do not think it is necessary to talk about amniocentesis when not
asked...I know the issue of prenatal tests is important and I am
specialised in it, but abortion because of anomaly in a foetus
occupies a very small portion of all abortion cases. Maybe 100 per
vear in the whole country...When pregnant women do not ask for it,
we do not have to say that actively. Our saying it only causes
anxiety.

He reasons that information about amniocentesis does not have to be disseminated
because most amniocentesis results are negative. All seven OBs provided this same
explanation. There are no official statistics on amniocentesis results, but specialists in
amniocentesis explain that some 10% of pregnant women take amniocentesis. Even in
hospitals specialised in amniocentesis, to which women with questionable
pregnancies are sent, 10% of results are positive. It is therefore assumed that private
maternity clinics or hospitals not specialised in amniocentesis have even fewer
positive results.

Another common explanation concerns the characteristics of amniocentesis.
According to Dr E:

Amniocentesis can find only ten percent of all the disorders in a
foetus, mainly targeting only Down Syndrome (DS), but patients
want to know if the foetus has any anomalies, not only DS. Then
what is the use for this test? Except for cases for which
amniocentesis is necessary, we do not have to mention it.

These narratives indicate the limitations of amniocentesis. However, if these points
are accurately explained to patients over time, patients might not always become
anxious. To get more insight into what is happening in actual medical practice in
Japan, I now focus on the communication between patients and OBs in order to see
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how anxiety is caused and why. The story of a couple (Mr and Ms B1) is the best case
here:

Ms B1: My OB recommended I take the Quattro test to make sure
my pregnancy was in good condition. I thought, if a doctor says that,
there must be something to make sure of. I did not expect anything
bad, I completely believed the test was to confirm that everything
was going smoothly. But its result found that it was more than 80
percent likely that my child would have DS. Since then, my husband
and I were in total confusion...Then my OB mentioned
amniocentesis, but I could not calmly think of it, because it then
required us to think of abortion. But I took the test because my OB
said so. The result of amniocentesis turned out to be negative. In
retrospect, I do not understand what all those events were...I
thought that every pregnant woman takes these tests, but I learned
later that it was not true. All these tests only confused us, destroying
the pregnancy period.

Mr B1: Why did we have to suffer all this? I believed in the doctor’s
words that it was to make sure the pregnancy was going smoothly,
but on the contrary, I had so many sleepless nights. Our OB told me
that we could phone him if we had questions, but we couldn’t
because we knew that he was busy.

MK: Did you think of having a counselling session?

Mr B1: No. Is there such a system? I wish I could have talked freely
to someone professional.

The couple obviously experienced anxiety because of the prenatal tests. Why and
where did the anxiety come from?

First, the couple uncritically believed their OB’s words. They thought the test must be
necessary because their OB mentioned it. They also believed that it was to reassure
them that the pregnancy was proceeding normally. If they had thought that the
Quattro test could logically be followed by the difficult questions of whether to
undertake amniocentesis and even whether to terminate the pregnancy, they could
have avoided this confusion to some extent.

Second, it is possible to observe casualness in the OB’s words, ie, “the test is to hear
good news”. This statement is probably based on the OB’s clinical experience of most
test results being negative; this is not only an incomplete truth but even false
information. Because of the OB’s ‘optimistic’ statement, Mr and Ms B1 did not
critically think about the test’s meaning and its result came as a shock. I have already
discussed why patients tend to uncritically believe their OBs. Why do some OBs
make such casual statements? Issues such as ‘lack of time’ in their medical practice
and ‘OB self-image’ will be analysed later.

From his own clinical experiences, Satd says that if it is emphasised that the test is
performed on all pregnant women, then patients tend to think that having a delivery
without knowing the condition of the foetus is not a wise or responsible attitude for
would-be parents.” I can state here that one of the characteristics of patient behaviour
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in Japan is to “try to do as much as others do”, a tendency that is palpable in the story
of Mr and Ms B1. During interviews, I often came across statements such as: “I asked
my OB what others usually do [Mina san doshitemasuka?]”. OBs also described
patients as being most concerned about “what others do”. Anxiety is also caused by
not knowing what others do concerning amniocentesis and from a fear of deviating
from the norm.

Patient-doctor relationship observed in Mr and Ms B1’s case

Mr B1’s comment that he and his partner could not call the OB with their worries
because the OB was busy shows that patients do not take access to information for
granted. Despite the fact that their confusion was partly caused by the OB’s
casualness, the OB, for both Mr and Ms B1, still remains an authority to be respected
and is not to be disturbed or easily accessed. From Ms B1’s repetition of such
statements as “because doctors said it” and “I trusted the OB, but feel as if I was
betrayed”, I could observe that even after all the confusion, she maintained her belief
in the absolute correctness of OBs. Some OBs say that they provide information to
patients only when asked, but this case shows that the patient does not easily pose
questions.

On anxiety

It is not that knowing about amniocentesis causes anxiety; it is that not knowing
enough about amniocentesis that causes anxiety. The Japanese scholar of nursing
Tsukamoto argues that “dependence on social norms and environment is
proportionate to insufficiency of information”.® She also argues that patients’
uncertainty about their final decisions is a sign that they have insufficient
information.” Of course, in any society, when individuals make decisions, they take
their environment into account in one way or another. Moreover, when it comes to
information, the concept of sufficiency is relative in each case. Patient uncertainty and
confusion in the decision-making process show that the information they receive
about amniocentesis is insufficient.

OBs say they do not disseminate information because they want to respect ‘self-
determination’, but does this attitude really always enhance a patient’s ‘self-
determination’? To consider this question, I present the story of Ms T, who was five
months pregnant when I interviewed her. Owing to her age of 37 years, she learned
about amniocentesis directly from her OB. Her age made her anxious about her
pregnancy and she investigated amniocentesis further using the Internet, where she
learned that amniocentesis sometimes leads to abortion because of the abnormalities
the test identifies and thus persuade the patient to abort; that the test cannot detect all
disorders; and that a negative test result is no guarantee of a healthy child. Moreover,
she learned about a government-sponsored financial support system for families with
a disabled child, and about a network of parents with DS children that would keep her
from being left alone. She says:
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I collected as much information as possible. Even at work, I was
using the Internet. I focused on advantages and disadvantages of
amniocentesis...I found that amniocentesis often targets DS. Then I
read a book about DS. I found that they can express their emotions
such as affection, so I thought that I can accept a child even with DS.
1 finally decided not to take the test.

Ms T was still pregnant at the time of interview, but on the basis of the information
about both advantages and disadvantages, she appeared quite sure of her decision not
to take the test. I came across other patients who also felt at peace with their decisions
and in all these cases the patients themselves had gathered information via the Internet,
books and OBs.

Why is the information Ms T sought out on her own not automatically provided to the
majority of patients by OBs? ‘Lack of time’ is a significant factor. According to
MHWL research, a majority of patients, 43%, receive a diagnosis within three to ten
minutes, while 17% are diagnosed in less than three minutes.'® The number of OBs is
decreasing,'' and thus the average OB’s working hours is increasing and the time they
have available to diagnose is decreasing. Some OBs clearly state that “taking time to
explain amniocentesis reduces the time for diagnosis, so I do not explain’; or “I
decide what is good for my patients to know. There is no time to practise informed
consent”.'” Amniocentesis requires thorough explanation because it includes issues of
terminating or continuing pregnancy, but because they lack time OBs often do not
broach the subject. Or, in some cases, OBs are casually optimistic, as in Mr and Ms
B1’s case.

Counselling sessions would solve these problems, but individuals are not accustomed
to the practice of counselling sessions, and as a result Japan’s counselling system is
under-developed. Dr H says: “There is hardly any idea among the general public that
counselling sessions are worth paying money for. Just ‘talking’ about it is not
considered to be a diagnosis in Japan. And if money is not involved in running the
counselling system, the system will not sustain itself”. Given this reality, there is no
time for sufficient explanation, let alone counselling. For these reasons, a patient
either does not hear about amniocentesis at all or briefly hears about it, which
sometimes causes anxiety.

OB self-images

Next I analyse, in the context of their own self-images, why OBs do not initiate
communication about amniocentesis with patients. Four OBs (4/11) recognise their
initial role to “get rid of individuals’ anxiety”. Dr I and Dr J, who are specialists in
prenatal diagnosis and clinical genetics, had this to say:

Dr I: My role is first to listen to the story of a patient and figure out
what the problem is. Then I consider if prenatal diagnosis should be
mentioned and, if so, what. What I say depends on the problem of
each pregnant woman, and my purpose is to consider how to help
the pregnant woman feel at ease.
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Dr J: What is common among those pregnant women who want to
talk more with me is the fact that they have anxiety [about pregnancy
in general]. The content and causes of anxiety differ. So my task is to
help them eliminate their anxiety. If after hearing their story I think
information about amniocentesis might help the patient to get rid of
anxiety, then I talk about it.

In this way, doctors acknowledge that one of their roles is to alleviate the anxiety of
pregnant women. If OBs consider that providing information about amniocentesis is a
source of anxiety, then they do not talk about it. But if OBs think the same
information might help alleviate patients’ anxiety, then they provide it.

Mr and Ms B1 assumed their OB intended the test as confirmation of the healthy state
of their pregnancy. The same positive statement is motivated by the OB’s concern not
to scare patients.

In the next section, I will further explore ideas about ‘self-determination’ and
amniocentesis in Japan’s history of eugenics.

“Is DS so bad as to warrant abortion?”’

Six of the eleven doctors said they do not inform patients about amniocentesis
because they doubt that DS should be a target of selective abortion.

Dr B: If you talk about amniocentesis, it mainly means DS in the
current situation. But I have to wonder if DS is really so bad.
Therefore, I do not actively try to find Nuchal Translucency (‘NT’
hereafter) in a foetus either.

Dr F: I do not think that children with DS should be aborted. To
begin with, there is no notion in Japan that foetuses with DS must be
screened.

With his statement “there is no notion in Japan that foetuses with DS must be
screened,” Dr F makes it seem as though discrimination against people with DS does
not exist in Japan. This is not the case. Amniocentesis specialists stated that more than
80 percent of cases with positive results are aborted,"? which indicates that a foetal
anomaly, such as DS, has crucial influence on any given patient’s decision whether or
not to continue a pregnancy. In order to better understand OB attitudes, I will
summarise the history of eugenics in Japan.

The National Eugenic Law was created in 1940 and revised as the Eugenic Protection
Law in 1948. These laws were concerned with “preventing the birth of inferior
descendants™'* and articulated legal procedures to sterilise people with certain
disorders. In order to re-build the Japanese society after the Second World War, the
government was interested in preventing the birth of “economically unproductive
people” or those with a handicap. Some 16,000 people were sterilised between 1949
and 1994 in the name of “eugenic operation”,"” and women were targeted to a greater
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extent than men. In the beginning of the 1970s, in line with a rise of a number of
social movements, groups of disabled people and women started openly criticising
this law, and, in combination with objections raised during the 1994 International
Conference on Population and Development, this led to the law being revised in 1996
with the introduction of the Law to Protect the Mother’s Body, in which all articles
regarding eugenic operation were deleted. The law currently contains legal indications
for abortion, which does not include selective abortion.'® Since the 1970s, there have
been governmental attempts to introduce a selective abortion clause (amniocentesis
was introduced in Japan in 1968), but these have always been opposed by the same
groups of disabled and women, who have called it “eugenics practised by the state”,
and such a clause has never been enacted. Over 30 years of public debate has
essentially transformed ‘amniocentesis’ into a euphemism for ‘eugenics’.

OBs are well aware of this history. Social stigma associated with amniocentesis has
created a belief that it should not be openly practised, and doctors’ statements reflect
their desire not to become ““a promoter of eugenic thoughts”. As Dr B says:

Disabled groups have visited medical associations several times to
protest the attempt to introduce the selective abortion clause. This is
also why doctors do not want to openly talk about it. You never know
who will tell whom what if we promote the test at all.

Similarly, most OBs cited the mass media in their explanations of why they do not
want to talk about amniocentesis. According to Dr K:

[ think pregnant women should be informed of amniocentesis as one
alternative, and I used to provide information about it to pregnant
women. Then the media would come to interview me. I don’t know if
they do it purposefully or not, but now I know they have an agenda
to scandalise me as a cruel medical doctor who eradicates
handicapped people. They pick apart some convenient sentences
from me to fit their scenario, take my picture. I am shocked and fed

up.

Thus Dr K no longer accepts interviews from mass media but remains silent in public
when it comes to the issue of amniocentesis.

Legal conditions for selective abortion

In Japan, abortion is legal in cases where pregnancy is the result of sexual assault, or
when the economic position of the would-be parents is so grave that it would
endanger the child. Sexual assault is not easy to prove, thus more than 90 percent of
abortions, including selective abortions, are justified, at least officially, on economic
grounds. Strictly speaking, selective abortion is not legal, and this fact influences
medical doctors as well. Dr A says:

As a specialist in prenatal diagnosis, I must say that this area is on
very shaky ground. If someone with authority wants to destroy this
field, it can be done in no time. They only have to regulate the
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application of the economic reasons clause. I am always scared
actually.

As discussed, the selective abortion clause will likely never be introduced in Japan

and selective abortion will continue to be practised under the economic reasons clause.
Given this legal situation, OBs do not openly practise prenatal diagnosis of selective
abortion. It makes doctors cautious of what they say and do regarding amniocentesis.

Explanations provided so far for OB silence about amniocentesis are often linked to
the principle of ‘self-determination’, both at the level of the individual medical
practice and in public debate. In medical practice, the OB believes: “If I mention the
test, they will feel forced. This would impede their practice of self-determination”. In
other cases, OBs explain that although many patients ask them what they would do in
their position, they answer, “I don’t know, you have to decide on your own”, calling
that decision “self-determination”. At the public level, both the state and social
organisations hold that “if OBs mention the test, patients feel forced into the test and
that impedes the individual’s practice of self-determination, thus doctors do not have
to mention it.” OBs are also afraid that they might lead patients toward eugenic
practices or an illegal act by referring to amniocenteses.

Why do OBs equate their silence — or non-intervention — with respect for ‘self-
determination’? What theoretical logic can be found to justify this link? In the next
section, I address this question by looking at sub-concepts of ‘self-determination’ and
at how the concept was originally formed.

Theoretical consideration of the principle ‘self-determination’

The origin of the term ‘self-determination’ can be traced back to the concept of
‘individual autonomy’ in J. S. Mill’s On Liberty."” The concept of ‘individual
autonomy’ holds that “a man is responsible only for those of his actions that influence
others. Regarding matters that influence only himself, he is absolutely independent. In
other words, he is the absolute sovereign of his own mind and body”.'® This way of
conceptualising individual autonomy arose because of the assumption that “the
individual’s independence is under constant threat from other (equally self-serving)
individuals”," because every individual tries to maximise his gain. Thus individuals
are expected to be “self-sufficient and independent”.?” In this way, “there has been a

gradual alignment of autonomy with individualism™.*'

In the Nuremberg Code of 1947, the medical concept of ‘self-determination’ was
wedded to the concept of informed consent. The Code articulated that “medical
intervention ought to be done under the consent of the patient and the consent ought to

be based on the patient’s motivation, comprehension and his own choice” **

According to the main points of the above explanation, medical self-determination
can be delineated as follows: Because medical practice is primarily concerned with
the proper moral conduct of health-care providers, including medical doctors,
examination of the requirements of autonomy is directed at the actions that such
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providers ought to take to “avoid interference with or constraint of patients’
autonomy”.*> Thus within bioethics, “the requirement to respect autonomy is
understood as the duty of medical doctors to identify those patients who have capacity
for choice, in terms of developmental criteria and the absence of psychological
palthology”,24 and “to offer those patients choices concerning their health care and the
information necessary to make an informed choice; and to respect the free, informed

choices they make”. >

There are a number of arguments on ‘self’, ‘autonomy’ and ‘self-determination’, but it
would be possible to contend that the following three points are sub-concepts of
‘autonomous self’*®: 1) voluntary motivation (to acquire necessary information to
make a final decision); 2) (capacity for) comprehension of the situation and choice;
and 3) non-intervention. In light of these explanations, how can we observe the
practice of ‘self-determination’ in Japan?

Analysis of Japan in light of theoretical explanation of ‘self-determination’

In analysing patients’ attitudes based on the above three sub-concepts, I want to
consider ‘voluntary motivation’, because neither ‘capacity’ nor ‘non-intervention’ is
relevant without a self that wants to take advantage of both and do what only the self
can do: decide.

Considering that patients often do not know about the test or do not even ask about
amniocentesis, it appears that patients are not motivated to acquire information. Is this
their choice? Where does this behaviour come from? According to my observations,
the problem is that patients do not even know where to begin to gather information. I
will explain.

First, patients associate a ‘taboo’ with the term ‘gene’, especially as it relates to
‘heredity’, or ‘iden’. The Japanese bioethicist Takebe mentions that the term iden is
avoided in every sphere of Japanese society, including in educational and medical
practice, because of the stigma it carries: the term iden itself is almost equated with
eugenics and to talk about it can sound offensive to others.?” Takebe’s research also
shows that when a patient desires a genetic test to determine heredity, he or she
chooses a hospital at least one hour away by train, because people are afraid of
meeting their acquaintances at local hospitals.” Interviews with patients also show
that a majority want to believe that they are not affected by heritable illness, and to
avoid talking about genetic inheritance is sometimes a way to affirm that they are
‘healthy’. Thus not talking about iden is not necessarily the patient’s choice; rather he
or she is afraid of being stigmatised by talking about it. I would suggest that a patient
who feels such uncertainty under the pressure of a social taboo cannot be described as
‘autonomous’.

One more example provides deeper insight into the patient-doctor relationship.
Research by the Japanese clinical geneticist and paediatrician Watanabe and medical
geneticist Shimada shows that even students at medical schools are confused about
basic concepts in clinical genetics, such as the differences between inherited disease
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and diseases caused by genetic disorders, and those between hereditary and
chromosomal disorders.” In reality, even some OBs who are not specialised in
amniocentesis do not always know exactly how to explain genetic inheritance or
amniocentesis. There have been some attempts to set up counselling systems in some
hospitals and some do indeed exist, but if a patient wants to raise a question about
iden at all, the social setting, even within medical institutions, is not equipped to listen.
Imagine the ‘interaction’ in such a patient-doctor relationship: a decision made based
on an interaction between a patient who does not know what or where to ask about
genetic inheritance, and an OB who passively answers any questions the patient
manages to pose - is this ‘self-determination’? It’s not surprising that the ‘interaction’
between patients and doctors is largely silent.

A second reason patients lack voluntary motivation to seek information relates to their
autonomy to ‘maximise their gain’. Originally, the concept of autonomous self grew
out of individualism, because of the presumption that the self’s independence is under
constant threat from others. But the narratives of individual patients reveal that they
actually want to be much the same as everyone else. In other words, in this case, their
‘maximizing the gain’ means “to be like others” and “not to be deviant”. At the same
time, in order to ‘maximise their gain’, many patients uncritically follow their OB’s
advice. I often found this attitude among my interviewees; I would easily find it in
much of Japan as well.

It should be noted that for many patients the OB’s participation and the advice of
others are part of their ‘decision-making’; as in Mr Z’s case, even when only
following the OB’s advice, they think they are deciding on their own.

Not all patients are quiet and obedient; some make demands of their OBs. Yet the
excessively demanding patients and the silently obedient ones are similar in one
crucial respect: both are dependent on OBs. Dr H, who is one of the most experienced
in amniocentesis in Japan, says:

Patients ask us to look closely at the condition of the foetus. So we
take more time in ultrasound. Then they get angry, saying it is too
long. Now, if we take less time and fail to find something, they get
angry. They think that we are perfectly skilful and make no mistakes!

Dr H continues:

On the issue of amniocentesis, both patients and medical doctors are
wrong. Clients should be responsible for their decisions instead of
excessively leaning on OBs. OBs are also only reacting to the needs
of clients, passively. Both are avoiding taking responsibility.

Then where does the gap between theory and practice of ‘self-determination’ come
from? I conclude this paper by considering this question, shedding light on the
meaning of ‘self’ observed in my field research.
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Conclusion

Regarding the ‘self’ of patients as autonomous does not explain their decision-making
concerning amniocentesis in Japan, as they seem to be lacking in knowledge and the
self-motivation to acquire any. Instead, patients often uncritically follow OB advice
and what others do. There are a number of discussions about the concept of
‘autonomy’ that I do not recount here, but at the least I can say that patients, who do
not know even when, let alone how, to pose a question, cannot be defined as
autonomous. In light of the explanation of the principle of ‘self-determination’, ‘non-
intervention’ is only one of its three (or more) sub-concepts. Therefore, merely not
interfering in a patient’s decision-making process is not fulfilling a condition of ‘self-
determination’. It seems that misunderstanding the concept of ‘self-determination’ in
medical practice is caused by OBs’ mixing two subtly different concepts about self
and autonomy. Those two concepts must be discerned: medical doctors trying to
identify autonomy in patients is different from doctors assuming that patients are
already autonomous. My field research shows that OBs treat patients as if they were
already autonomous, which means that OBs do not intervene and treat patients as if
they already have sufficient information and know what to ask and what to do with
information about medical treatment.

Furthermore, in light of the origin behind ‘self-determination’, OB ‘non-intervention’
makes sense only when patients’ voluntary decision-making capacity is threatened.
Originally, the concept of self-determination emerged to prevent authority from
suppressing the choices of patients. My field research shows that patients are indeed
oppressed, but not by the action of authority as much as by its inaction. Only in that
sense is patient decision-making capacity threatened. Patients actually need support
from OBs as a source of information.

These misunderstandings emerge because the term ‘self-determination’ is so widely
and popularly used that its meaning is not accurately examined. The concept is often
understood simply as if it means ‘decision-making without intervention’. At the same
time, ‘self’ is often misunderstood as isolated in nature, as not interacting with its
environment. Those employed in medical practice need to accurately understand the
meaning of self-determination, especially regarding the interaction between a patient
and his or her environment—which includes doctors. Academia, meanwhile, needs to
build arguments on the concept of ‘self’ that implies more than ‘an isolated self’.

How can patients become ‘wiser’? Given the limited time of diagnosis and shortage of
medical doctors, efforts to establish a genetic counselling system are required as a
matter of course. But it must be noted that taboos surrounding genetic information,
which are prevalent in Japan, are playing a critical role in preventing individuals from
knowing about genetics and even from visiting genetic counselling, if any is available.
Education reforms in this field are certainly necessary. Provision of more information
in medical practice is key as well, in a way that helps patients understand their own
medical treatments. Some groups of genetic nurses and counsellors are trying to
spread the concept of ‘wise patients’ by introducing counselling systems.”” Perhaps
these attempts will enhance patient consciousness and independence in the future. In
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this regard, this author does not agree with the argument of the 1999 state guideline

on blood marker test,”' or the Society of Gynaecology and Obstetrics,* that “a
medical doctor does not have to inform patients of prenatal test not should the doctor
recommend the test to clients... because it is difficult for patients to go against what a
doctor salys”.33 This author does not contend that pregnant women should undergo
amniocentesis, but that their decision as to whether or not to take the test should be
based on knowledge and thinking it over themselves. As it is, most do not take the test,
because they do not know about it.

Critics might argue that Japanese society is not ready to provide information about
amniocentesis because patients will only feel obliged to submit to the test. But my
field work shows that sufficient knowledge encouraged some patients to decide on
their own and to be confident in their decision. Knowledge rather empowered them:
they became confident in their decision-making and thus in their future.

Reproductive genetic technologies develop whether one likes it or not. In the long run,
hiding information will discourage individual autonomy. One does not have to acquire
information about technologies or genetics if he or she does not want to do so, of
course. But even the decision not to do so is based on one’s awareness.
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